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For ewor d

The NARF National Scope Supported Enploynent Denonstration
Project has contenplated the neasurenent of consumer choice
and satisfaction for the past three years. This docunent is
based on our direct experiences neasuring consumer choice for
our review of Exenplary Practices (NARF, 1989a).

Qur experiences lead us to believe that a brief interview
format that can be conpleted in 30-40 mnutes could assist
wth attaining information directly from consuners. The
result of our efforts is the Consuner Job Satisfaction Scal e,
currently available from NARF for field testing. That scale

follows = the gui del i nes covered I n this docunent .
Rehabi litation providers are reporting that the instrunent is
hel pful in providi n? a way to directly neasure job
satisfaction and plan for future activities.

NARF salutes those who have worked long and hard to bring
consuner satisfaction to the forefront! NARF also w shes to
thank those who worked for the passage of the Anericans wth
Dsabilities Act. Such efforts should go far to enhance the
everyday lives of many citizens in our country.

Wien envisioning possibilities for greater consunmer choice
and satisfaction, we encourage you to stretch "the limts."
V¢ encourage you to put consuner choice and satisfaction at
the top of your list, to nake it a priority, and to proceed
quickly to nake dreans, rather than [imtations, a reality.
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CONSUMER CHO CE AND SATI SFACTI ON

A historical examnation of the quality of life for people
with disabilities in sone ways nay be better suited to an
epic filmon the distortions of reality than to chronicles of
scientific inquiry or to the narrative accounting of the
acconplishnments of a sophisticated civilization. Such a
historical examnation may also be better suited to science
fiction, the nmad scientist gone awy, than to the current
document —an analysis and policy recomendations regarding
consuner choice and satisfaction.

The recent film "M Left Foot," for exanple, vividly
portrays the difficulties encountered by a person with severe
physi cal inmpairments and only Ilimted speech. Al t hough
Christie Brown lives in Ireland, he shares an al nost

universal frustration with other individuals with simlar
inmpairments and it is only through his persistence that he
has taught the world how much he has to comunicate and
denonstrated his witing and artistic capabilities.

For sone reason, throughout history people the world over
have chosen to assune that individuals with disabilities have
less cability and greater disability than is actually the
case. This "falsification" of reality continues up to the
present time and can be predicted to extend into the future.
Ohe has to marvel at the trenmendous achievenents sone
individuals with disabilities have made. Stephen Hawking, the
renowned physicist, in the introduction to his recent book, A
Brief Hstory of Time; From the Big Bang to Black Holes

1988? has eloquenily addressed the reality™ of Dberng
i sabl ed:
Apart from being unlucky enough to get ALS, or notor
neuron di sease, | have been fortunate in alnost every
other respect... | was again fortunate in that | chose
t heoretical physics, because that is all in the m nd.

So ny disability has not been a serious handicap..

| had to have a tracheostony operation which renoved
ny ability to speak, and nade it al nost inpossible for
me to comunicate...However, Brian not only hel ped ne
revise it (this book) he also got nme wusing a
comuni cations program called Living Center which was
donated to nme...Wth this | can wite books and
papers, and speak to people using a speech
synthesizer... The synthesizer and a small personal
conputer were nounted on ny wheel chair by David Mason.
This system has nmade all the difference: In fact | can
conmmuni cate better now than before | lost ny voice...



I'mgrateful to ny assistants...and ny team of nurses.
None of this would have been possible wthout the
support for rg/ research and mnedi cal expenses that has
been supplied by Gonville and Caius College, the
Science and Engineering Research Council, and b

Leverhulme, MArthur, Nuttfield, and Ralph Smt

Foundations, (p. vii)

Such a listing tells the tale of the el aborate arrangenents
that often nust be nade for people with disabilities to
access needed supports.

Wiile institutions in their time served the radical purposes
of furthering the lives of individuals with disabilities,
still these Institutions were established based upon a focus
on the "disabilities of the individuals they served. From
the era of neglect, to the inprisonnent in insane aslyuns or
the protection afforded by placement in large institutions,
societies have continued to assune the worst. If an
I ndividual couldn't speak, he or she was assumed to be
"stupid." If a person had difficulty reading, he or she was
assumed to be retarded. |If a person were retarded, it was
assuned that he or she couldn't Ilive independently,
contribute to the labor force, or be a part of the |arger
community. And so it has conti nued.

Al though human service systens have evol ved and sophi sti cat ed
educational systens are now in place, our collective
I gnorance prevails. People with disabilities continue to be
segregated and exploited, whether it be further nmaimng in
India to enhance the |ucrative proceeds going to the "nanager
of the beggar" or whether it be the continuance of
rehabilitation systens to enhance the status of the provider
and not dedicated first and forenmost to the individual.
Farber (1968) has described systens which are designed to be
sel f - per pet uat i ng. The rehabilitation system certainly has
exhibited many of the characteristics of a systemdesigned to
insure the survival of its managers. However, the era of the
Anericans with Dsabilities Act 1s signaling change.

As early as the md-seventies with the establishnent of The
Associ ation of Severe Handicaps (now called the Association
for Persons with Severe Handi caps), people began to recogni ze
that individuals with severe handicaps could learn and that a
system of advocacy and greater access to education and
training were in order. Fromthe md-seventies to the current
time, researchers have nmarveled at the abilities that have
been uncovered when we have organized our education
effectively. As (gden Lindsley has stated, we have realized
that it was "our ignorance and not theirs."

In the seventies, a group of professionals, working closely
with individuals wth severe disabilities, began to
understand that the |aboratory research of Mirray S dman on



the discrimnation skills of individuals wth autism and
severe retardation could assist with the training needed to
cope with practical everyday events. Thus research evolved
from circle ellipse discrimnations to block sorting and
bi cycl e assenbly ala Marc Gold's fanous "try another way."

Many contributions were nmade along the way by persons such as
Rob Horner who presented case by case Scenarios describing
the features needed to achieve ‘skill generalization. The
group of educators and researchers began to talk of
generalization across environnents or generalization across
ersons, places, and things. As research evolved further, it
ecane obvious that "training in the comunity" or training
at a specific site for a specific skill was nmuch nore
effective than previous strategies of classroom instruction
w th assuned generalization.

From the era of Education for Al and right to education/
treatnent cane the devel opnent  of comrunit%/_ l'ivi nrq,
deinstitutionalization, and the evol verent of teaching sinple
skills fundanental to securing jobs in the community. At
last as the eighties come to a close and we enter the
nineties, we have achieved gigantic gains. Persons once
shunned and set aside are now functioning interdependently as
full contributing nenbers of society. Persons who previously
were dependent on the welfare of the social security system
are now paying taxes and contributing to the overall gross
nati onal product.

During the past fifteen years sone parallel novenent has
occurred within the rehabilitation conmmunity. Between 1950
and 1985, as individuals with devel opnental disabilities were
deinstitutionalized, they began to be trained through
shel tered workshops and started earning wages for the first
time. These prograns were funded through state nental
heal t h/ ment al retardation and developnental disabilities
agencies. A though the vocational rehabilitation system was
initially designed to serve veterans returning from war or
adults suffering work-related injuries, the system now has
g_eenb_ripdtl_fled to serve adults wth devel opnental and other
isabilities.

Today individuals with such disabilities as |ong-term nental
illness and traumatic brain injuries are being served through
the rehabilitation system although recent evidence suggests
that nmuch nore facilitation is needed to trul enhance
rehabilitative efforts for these populations {Tashj I an,
Hayward, Stoddard, Kraus, 1989). Tashjian et al. report that
39 states currently have interagency cooperative agreements
bet ween vocational rehabilitation and nental heal th agencies,
and that nmany procedural changes could inprove cooperative
servi ce provi Ssion.



From this background has energed a rallying cry for "full
rights and equal status" for people with disabilities. The
civil rights era for people with disabilities has resulted in
the Anericans with Dsabilities Act as well as people wth
disabilities speaking out for thenselves and being heard. A
long last, consumer choice and satisfaction are being
addr essed.

Today people with disabilities are speaking out and being
heard. Individuals who can't talk ‘are wusing electronic
communi cation systens to express their needs, interpreters
are assisting persons with limted hearing, and personal care
attendants are acconpanyi ng per sons with  physical
disabilities into the comunity. Their consuner choice is to
make decisions for thenselves, to be included in inportant
deci si on naki ng sessions, and to change systens so that their
Input will be guaranteed. In short, consuners are seeking
and securing enpower nent.

Presence and Participation

Consuners now are seeking enpowernent through their presence
and participation in 1nportant political processes and
through their presence and Fartlm pation in normal events
occurring in the community. In January 1989, the Ofice of
Special Education and Rehabilitative Services hosted a
conference on Self-Determnation (Perske, 1989). Partici -
pants, many of whom had disabilities, canme up wth 29+
recommendations. Sone of the reconmendations which are nost
1|gert|nent to consuner choice and satisfaction are the need
or:

o Al governnment policy nmaking functions to establish as a
top priority the "enabling of people with disabilities to
determne their own futures."

o A program for reshapi ng prof essional attitudes be
instituted for those already working in the field.

o Persons with disabilities to be provided formal courses
in self-assertion.

0 Persons with disabilities to be involved in his/her own
program pl anni ng sessi ons.

o Funding a series of nodel prograns that exenplify
self-determnation attitudes and practi ces.

Enpower ment has been highlighted as a key issue for the next

few years in such docunents as A Special Report to
Gantnakers on Enpowering People wth ™  Dsabilities (JM
Foundation, RofJert Wod Johnson Foundation, & Pew Charitable




sts, 198_9%_. That docunent stressed placenent of persons
h disabilities:

Wi
0 on program advi sory council s,
0

on boards of directors, and

0 in |eadership positions.

Furt her nor e, | eadership training activities have Dbeen
suggested. Ludlow and Herr (1988) have recommended the need
for = corresponding supports, including access to generic
community  services, establishing a Ilegal right to

habi | itation, and systens advocacy at the federal, state, and
| ocal |evels.

Qher reports (Schw er, 1990; Johnson & Fawcett, undat ed,
the Premer's Council, 1989) have called for greater consuner
I nvol venent in the individualized planning process; consuner
feedback concerning program effectiveness and satisfaction;
and equal participation rn community life. D Aubin (1989) has
provided a witten record of the problens and experiences
adults wth long-term nental illness encountered in
I nstitutions. A prinmary message is that regulations and
policies often have been in conflict with personal needs and
concer ns.

Hone Living Concerns

Landesman (1986) has reported upon the results of her
investigation into the match of availability of resources,
the denmands of the environnents, and ability of individuals
éo p?{CGIVG and to respond to environnental resources and
emands.

According to Landesnan's investigation, residents with nore
severe and stereotypic behaviors tended to regress over tine
regardless of setting; there was a general lack of large
behavi oral changes anong residents; and increased staffing
did not result in greater interactions anong staff nenbers
and residents.

Schal ock and Start (1988) also have provided insights into
future residenti al consi der at i ons, _suggesting t hat
environnents can adapt to people with disabilities rather
than alwayS working for (rie individual to adapt to the
envi ronment . - -

Heal (1988), in a reviewof client satisfaction found that

dients' satisfaction with their living situations nay
be the nost negl ected outcone neasurenent of
residential placenent, and yet it is perhaps the nost

I nportant, (p. 218)



In a study conducted by Birenbaum and Seiffer (1976) of a
| arge coomunity residential facility, client satisfaction was
assessed by asking direct questions and ratln?_ consurer
responses as positive, negative, or neutral. The first phase
of questioning focused on favorable and unfavorable aspects
of the clients' placenent.

Consuners also were requested to express their attitudes
toward the residential facility. The overall response in the
first and a second followup interview was nostly positive.
The final interview (after 16-20 nonths), showed an increase
in the neutral and negative resE_onses ‘and a slight decrease
in the positive responses. This shift in attitudes was
apparently the result of the consuners' desire to nove to a
nore independent living situation.

Further study (after 40-44 nonths) found that 57% of the
residents questioned wanted to nove elsewhere—=26% to
apartnments, 21% to parents, and 10% to foster hones
(Bi renbaum & Re, 1979).

Burchard, Hasazi, CGordon, Yoe, and S noneau (1986) conpared
residents from group hones, natural hones, and supervised
apartnments. in this study, Burchard et al. discovered that
apartnment living created a greater feeling of satisfaction in
conparison to natural and group home settings. Satisfaction
was related to nornmalization of the clients' |ife-style and
w th the performance of independent of living skills.

Novak, Heal, Pilewski, and Laidlaw (1980) have utilized a
Residential Satisfaction Scale (RSS) to assess satisfaction.
The RSS contains 50 itens that questioned satisfaction wth
residence, the community setting, and associated services.
One result of their investigation was that satisfaction was
notably higher for apartnent settings versus internediate
care facilities.

Heal , Novak, and Chadsey- Rusch (1982) devel oped the Lifestyle

Satisfaction Scale (LSS). This scale includes 29 itens
selected from the 50 used in the Residential Satisfaction
Scale (Novak et al., 1980) through cross validation to a new
sanpl e of 39 subjects. th the LSS, total satisfaction is

assessed along with specific satisfaction in four independent
areas: (1) home, neighborhood, and community (nine itens),
(2) friends and free tine §SIX itenms), (3) services (seven
items), and (4) enploynent (one item). One unique and useful
feature of the scale is an acquiescence subscale. Thi s
allows adjustnents in scores for individuals who tend to say
"yes" to whatever question is asked of them

Wiile many studies denonstrate that mneasures of residential
satisfaction can be obtained for adults wth devel opnental



disabilities, the studies have a "common shortcomng." Heal
(1988) summarizes the shortcomng in the follow ng:

Mbst residents who have participated in these studies
and in nost community placenents have been mldly and
noderatley retarded individuals wth sufficient
| anguage skills to be interviewed. If all retarded
citizens are to have a "voice" in their destiny, then
met hods of neasurenent nust be devel oped to assess the
?atl gfz%:tl on of individuals who |lack |anguage skills.
p.

Regarding residential preferences of persons being treated
for a serious nental illness, many persons live with their
parents; this usually is less than an ideal situation. The
parents’ role in the recovery process should not be that of
caregiver; unfortunately, it often is the only option.
(bvi ously, consuner choice is not accommodated through such a
lack of " alternatives. Such a living situation does not
pronote famly unity. In fact, this situation may have a
negative effect by preventing the individual with the nental
il1Tness fromintegrating into the coomunity. As Thonas Posey
(1990) poi nts out,

If a person wants to continue to live with his or her
parents, it nust be out of the free choice of all
parties involved and not out of necessity or |ack of
other options, (p. 3)

Choi ces regardi ng housi ng cannot be nmade by a professional on
behal f of the person with the disability.  Choices should be
based on the individual's input. The person's own perception
Is what determnes success and satisfaction in a particular
setti n% (Goulton, Holland, & Fitch, 1982; 1984). Consuners
have definite housing preferences and the vast nmgjority
prefer typical housing to residential treatnment settings
(R dgway, 1988).

Ohe alternative to assist with neeting consuner preferences
I's supported Iiving. In a supported housing setting, the
center of control shifts fromthe staff to the consuner. The
consuner "carries the keys" and can make deci sions concerni ng
his or her life-style and daily routines. Consuners nay have
staff nenbers assist them in structuring their time and in
devel opi ng Bosnlve daily activities, but the consuners nake
deci sions about how their tine actually is spent.

Enpl oynent | ssues

Inﬁ_roved quality of life is one of the forenost reasons
behind supported enploynent (Véhnan & Moon, 1988?_. Yet,
al though neasure of integration, wages, and benefits have
been utilized and have been assunmed to result in an "inproved



quality of life," the research regarding the quality of life
of persons enployed through various nodels of supEorted
enpl oynent as well as persons enpl oyed in sheltered workshops
has been far from definitive. Additionally, little attenpt
has been nade to systematically incorporate structured
decision making by persons wth severe disabilities into
career, community, and residential planning processes.

A serious issue which has not been adequately examned is the
disruption of existing relationships an supports when
persons nove from sheltered workshops into conmunity
e{rpltoymant (N sbet & Hagner, 1988). As N sbet and Hagner
state:

If this dinension is overlooked, supported enpl oynent
efforts may fail due to factors other than the ability
to work. Informal interactions in and out of the
wor kpl ace provide a substantive base of su&)ort for
persons with or without disabilities. (p. 262)

*kkkkhkkhkk kK k%

ADDI TI ONAL  THOUGHTS
At a recent conference the follow ng nessages were heard:

People with disabilities are the poorest of the
poor... we need to link up with the anti-poverty
comunity. (Ames-Zi ernman, 1990)

Quot i n? Qeta Garbo, "They don't want to be al one, but
to be Iet alone.” (Nrje, 1990)

You need to use your power to strengthen theirs, to
enable themto have nore power. (N rje, 1990)

This past year, the state DD councils interviewed over 13,000
consuners with devel opnental disabilities and found out "only
20% work full-tine." In sone states consuners have been on
waiting list up to 7 years. Mre than 50% of consuners report
being lonely, conpared to 25% of the general population.
Consuners also desire greater independence and better wages:
90% of those surveyed nade less than $9/ hour, the national
average. (MFadden, 1990)

kkkkkkkkkkk*k



ARRIVING AT QUALITY
So how do we get there? Advice to the field foll ows.

The "Qality of Life Project,” was funded by the
Adm ni strati on on Devel opnental Disabilities (Goode, 1988) to
create a research-based agenda about QO issues, enhance
direct consuner involvenent in agenda settings, and achi eve
consensus about QAL guidelines in major life settings nade
the follow ng recomendations:

Regarding Measuring Quality of Life

0 Develop client-centered instrunents and procedures to
determne individual QXL needs.

Regar di ng Pl anni ng

o Link planning to QL outcones for individuals.
0 Gather additional input from consuners.

0 Redefine the entire concept of service provision around
I ndi vidual needs wth QOL as a service outcone.

Regardi ng | npl enentation

0 Enhance QL of persons with disabilities by devel oping
peer  counselin prograns that match persons wth
disabilities 10 are productive, I ndependent , and
integrated with individuals who are |ess so.

o Train direct care staff to support persons with disabili-
ties and their famlies in ways whi ch enhance QCOL.

Regar di ng Eval uati on

0o Design program evaluations that are -oriented, have
hi gh consuner participation, and are userul to providers.

The state of Mnnesota has spent tine and energy review ng
hi storical developnments for individuals with disabilities,
gathering information on their current educational and
community status, developing alternatives, and revising
expectations for them and for funding agencies and provider
coomunities. A New Way of Thinking gGover nor's Pl anni ng
Gounci| on Devel opmental D sabiTities, 1987) summarizes this



information as well as formulating new policy positions,
stating that people need:

o To be seen, first of all, as people.
o To experience |love and friendship.

o To experience continuity in their lives, especially in
relation to the people who are inportant to them

0 To be respected and treated with dignity.

o To have access to opportunities and information, to mnake
choices, and to exercise their rights.

o To learn those skills which are needed to participate, as
much as possible, as valued nenbers of their comunity.

o0 To have a decent and appropriate place to |ive.

o To have neaningful enpl oynent and contribute to the
comunity.

o To have opportunities to continue to l|earn throughout
their lives.

In a simlar vein, WIlliam Allen's (undated) Read M/ Lips:
It's My Choice, also developed under the auspices of the
&overnor-s PLanni ng Counci | in M nnesot a, descri bes
consuner - based needs assessnent, devel oping consuner-based
service plans, nethods of consuner-based evaluations, and
ideals on maeking the service system understandabl e. Thi s
bookl et includes consuner-based evaluation for residential
areas, worksites, staff evaluations, [IPP checklist, a quality
of life survey, and self-advocacy objectives. Itens are
presented in a straightforward format such as:

Were do you go in the conmunity? How do you get
there? Wen? How often?

For assessnent and planning purposes nany relevant exanples
are provided. For community strengths, for exanple, a list
of possible places such as video stores, sit down
restaurants, shopping nmalls, and swinm ng pools is included.

Allen's Quality of Life checklist also includes sone
observational neasures t(Hat nmay enhance the information
obtained wth direct interview scal es. The checkl i st
includes itens such as: "Yes or No: The house is near other
houses where people live."

10



| MPLI CATI ONS FCR GONSUMERS

Consuners are enteri ng] a new era of enpowerment and a chance
to realize their full potential through directing service
providers to nmeet their individually defined needs. Consumers
Wwill go through periods of transition and will in sone cases
continue to need the assistance of advocates to help them
through the maze of regulations and inter-agency domai ns that
are hrndering needed service provision.

At long last, consuners nmay be in a position to live lives
according to the rhythm of everyday experiences, living as
"persons” in the comunity, not as "clients" or "patients” or
even "consuners", but rather as individuals.

| MPLI CATI ONS FCR STATE AND FEDERAL ACGENC ES
As Bob Dylan has sung, "The times, they are achangin'."

It appears that consuners wll achieve that which
professionals have not—eonsuners wll demand a nore
responsi ve fundi n? structure, and rehabilitation providers
will need to "explore new service strategies and devel op new
ways of thinking and acting." (Governor's P anning Council on
Devel opnental Disabilities, 1987)

| MPLI CATI ONS FCR REHABI LI TATI ON SERVI CE PROVI DERS

NARF has reiterated its views concerning directions for the
next few years nmany tinmes, through such statenents as:

The bottom line with quality for people who have |ed
restricted lives involves expanding their environmnmen-
tal control, social interaction, and access to the
communi ty. (NARF, 1988, p.7)

Facilities also wll gain the conpetitive edge and
enhance their credibility t hr ough | ncreasi ng
enpowernent and providing opportunities for Dbetter
wages and better working conditions... Facilities have
an obligation to continue to do what they have done
well and to inprove those things they can do better.
(NARF, 1988, p. 15)

NARF's vision is that quality services wll nean
better lives for all and that NARF's research,
net wor Ki ng, legislative efforts, and information
dissemnation wll assist in achieving these qualit
out cones. NARF' s vision is "quality  throug
quality..." (NARF, 1989a, p. i)

NARF is in agreenent with the principles of consuner choice
and consuner satisfaction. NARF has been a prinary supporter
of the Anmericans with Dsabilities Act. Rehabilitation

11



facilities, |ike businesses, education, consuners, and the
general popul ous are undergoi ng changes.

W are living in a time of rapid change. As Tom Peters
Indicates, the best way to proceed is to learn to adapt
quickly to change, to live with change, and accept it as a
way of life.

PRACTI CAL CONSI DERATI ONS: MEASUREMENT AND QUESTI ONS TO ASK

The results of NARF's survey of supported enploynent
providers (NARF, 1989c), provide reasons for inmediate
concentration on quality of life issues. Wde differences in
costs and cost effectiveness, lack of overall provision for
fringe benefits, and the substantial nunbers of individuals
enpl oyed part tine which were reported in that study of 2,034
agencies all suggest that enploynent and integration alone
have not yet introduced the enpowernent that 1s possible.
D al ogue wth consumers and a better understanding of their
needs and concerns, including nore joint planning, 1S needed.

An examnation of society at large provides sufficient
evidence of the lack of enpowernent when enployed at m ni num
wage, wthout benefits, on a part-tine basis. ~As with other
studies on generalization (Ford & Nrenda, 1984; Freagon &
Rotari o, 1982; MDonnell & Ferguson, 1985; Whnman, Renzagli a,
& Bates, 1985), if persons with severe disabilities are to be
enpowered, there exists a need to focus training and
monitoring on enpowernent in particular settings, under
particular condiTions, followed by SystenatiCc planning for
generali zation.

Aven that consuners want significant input and decision
making authority regarding their |ives, how can the service
sector facilitate such practices? On a global level, the
answer is sinple and direct: get consunmers involved. O an
I ndi vi dual evel , consuner awar eness and consuner
communi cation skills vary wdely. Service providers are
obligated to assist «consuners in their expression of
I ndi vidual needs and concerns. A place to start is wth
consi deration of issues and concerns of value to each of us.

NUkhe?jee (1989) has provided val uable information on qualit
of life surveys for the general population. Wile sone o
the suggestions are nore relevant for an East Indian culture,
others seem quite applicable to the Wstern world. They
I ncl ude finding out:

0 Wat do you want nost in your |ife?

0 Wat do you feel the lack of nost in your life?

o What do you detest nost?

12



What do you want nost to inprove your life at work?
Wiat do you want nost to inprove your famly life?

o Wat would you like nost to be renmoved in order that you
may inprove your famly life? Your work life?

o Wat would you like nost to inprove your neighborhood
condi ti ons?

o Wuat do you want nost for recreation and | eisure?
o Wit is the goal in your life?

o Wat kind of support do you require to renove obstacles to
this goal ?

o Wat do you want nost for a peaceful, happy, and
progressive |ife?

Research on life and work satisfaction of non-handi capped
persons (Hackman & Suttle, 1977; Moseley, 1988) indicates
that social integration, growh and security, the devel opnent
of human capacities, autonony, the total [ife space, social
rel evance of work, adequate and fair conpensation, and safe
and healthy environments all contribute to one's quality of
life. Job satisfaction also appears to be related to:
super vi si on, job/task variety, recognition and praise
(CGal kins and Wl ker, 1990).

e attenpt to use infornation re(?ard| ng quality of life for
persons wthout disabilities to devel op ?l_maasurem_ent for
Individuals wth disabilities has involved field testing the
Quality of Life Questionnaire (Keith, Schalock, & Hoffman;
1986) Wi tH over 500 persons in the United States, |srael,
CGermany, and Australia. Fromthe field testing, four quality
of life factors have energed enpirically: sati sfaction,
conpet ence/ productivity, enpowernent/independence, and soci al
bel ongi ng/ communi tg/ integration. The recent update of that
instrument: The 1990 Quality of Life Questionnalre (Schal ock,
Keith, & Hoffman; 1990) includes two years of devel opnent
work with 870 adults in the United States, Australia,
Cermany, |Israel, and the Republic of China. That instrunent
I ncl udes standardization data across the same four areas
according to four levels of disability and individual
standardi zati on across ni ne denographi c vari abl es.

As a part of its study of the relationship between supported
enpl oynment program variables and quality outconmes for

consuners, the MNational Association of Rehabilitation
Facilities during 1989 conpleted a review of exenpl arg
supported enpl oynent practices. From a total of 18

nom nations, eight prograns were selected for site reviews.
As a part of that review NARF used both the Quality of Life
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Questionnaire—the 1988 Field Test Version (Schalock et al.,
1990) and NARF's nodificati on—+he Expanded Interview Form
for persons with [imted verbal skills. (NARF,  1989Dh)

Thus far, NARF's interviews wth _consuners—nterviews

conducted using the Expanded Interview Form+ndi cate that:

a. Persons with severe disabilities and limted verbal
skills have little direct input into many decisions

regarding quality of life issues and priorities.

b. My agencies address wages, hours worked, conmmunity
integration, and benefits but do little beyond that to
assist persons with disabilities to inprove their quality
of lite. Issues such as enpowernent, choi ce
deci si on- maki n?, ~comunity utilization, environnental
control, and friendship devel opnent are rarely assessed
and plans for inprovenent are m ni nal.

c. Systematic procedures for neasuring quality of life and
usi ng those data for program planning are needed.

d. Sone supported enpl oyees lack a "work related"
vocabul ary. Wiile these consuners nay have limted
verbal skills, they could receive instruction which would
assist themin intéracting with others. This instruction
could include information on:

o

Wiere they work

The type of work they do

How many days a week they work

How many hours a day they work

Who is their supervisor

How they get to work

What tine they get up to get to work on time
Wiet her they have vacation or other benefits
How | ong they have been wor ki ng

What they |ike best about their job

© O O o o o o o o

E% interviewing the individual with the job coach present,
reviewers were often able to obtain this information
fromthe individual consuner.

NARF al so has developed a draft version of the Consuner Job
Satisfaction Scale (NARF, 1990) based upon the interviews
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conducted for the exenplary practices review, as well as the
factors contributing to quality of life for non-handi capped
persons. See Fig. 1 for sanple itens fromthat Scale.

2. Tell nme nore about your work. Wiat do you do each day?
3. Wat is the nane of the conpany (business) you work for?

5. How did you get this job? Wy did you decide to
wor k here?

12. What is the hardest part of your job?
What happens if you nake a m st ake?. ..

14. Are you doing the type of work you want ?

21. Wuld you rather work sonewhere el se? Wher e?

Fig. 1 Itens fromthe Consurmer Job Satisfaction Scal e
(NARF, 1990)

A though the Consuner Job Satisfaction Scale was designed
primarily to be used wth individuals wth cognitive
I npai rments and limted verbal skills, an appendiXx includes
suggested nodifications for other disabilities. Figure 2
contains a sanple of those nodifications.

Substitute ltens

10. What kind of support services do you receive and how
often? Does your support person visit your work site?
Is that okay or would you prefer to neet el sewhere?

Addi tional Itens

E. How does vyour disability affect your job and your
enpl oynent record?

F. How does your current job conpare to past experiences?

Have you had any najor problens with this current job?
How were they handl ed? How do you feel about that?

Fig. 2 Sanple Itens fromAppendi x of the Consumer Job
Satisfaction Scal e
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NARF will be field testing the Consunber Job Satisfaction
Scale during the comng year. NARF also plans on devel opi ng
a branched interview format to assist wth obtaining nore
detdai | %Id Iansv\ers for itens of particular relevance to the
i ndi vi dual .

In regard to quality outconmes for consuners, NARF s review of
exenplary prograns revealed that nost exenplary prograns
wer e:

0o Wirking on career |ladders and obtaining a variety of |obs
that reflect the range of opportunities available in their
| ocal comunity.

0 Locating jobs that paid at or slightly above m ni nrumwage,
\t/)u t hf_ tgr eater difficulty obtaining adequate hours and
enefits.

0 Achieving excellent physical integration, wth social
I ntegration varyi ng.

o btaining better job placenments wth the individual
pl acenent as conpared to the group placenent nodel .

0 nly beginning to address consuner enpowernent, control
over wages earned, and other non-work quality of life
| ssues. (NARF, 1989)

Additionally, discussions with others and reviews of the

literature have revealed a paucity of information on the
relative effectiveness of sheltered, supporti ve, and
conpetitive enploynment on quality of life.

MEASURES COF  SATI SFACTI ONH-NTEGRATING THE VERBAL  AND
NONVERBAL

Bi kl en and Mpsel ey (1988) have suggested particular interview
techniques to use with individuals with severe disabilities.
Wien interview ng these persons, Biklen and Msel ey enphasize
the need to observe the individuals for acqui escence
responses or attenpts to please the interviewer; msunder-
standi ngs; the "sane answer" or perseveration in responding;
and the possible assistance provided through interview ng
through significant others or breaking the question into
conmponent parts.

Biklen and Mbseley further caution interviewers to "avoid
\(I)\Ren ended questions" and instead provide alternatives to
ich the interviewe can respond.

Wien NARF conducted its interviews with persons with limted
verbal skills, we found that an expanded format that
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accommodat ed choi ce deci sion nmaking or yes-no respondi ng was
useful. Exanples of that format are provided in Figure

26a. Are you doing the type of work you want? Wuld you
rather work somewhere el se? Were?

27. Whose choice was it for you to get a job? Yours? Your
parents? The wor kshop' s?

39. Does soneone teach you about your |ob? Does someone
teach you new things? Wwo shows you? Do you get the
hel p you need?

40. Are you ever lonely? Do you mss your friends? |f
yes:  Wen do you get lonely? A work? During the
weekends? At night? Yesterday? Today?

Fig. 3 Exanples of itens fromthe Expanded |nterview Form
(NARF, 1989)

Anot her useful technique suggested by Biklen and Mseley is
to consider the immediate environment and the context of the
questions.  Appropriate stimuli may facilitate findi nﬁ out
about particular concerns; i.e., school concerns mght be
best addressed at school, hone concerns at hone.

Wen NARF conducted it's Quality of Life interviews at the
job site it appeared appropriate to ask work-related

uestions and interviewers reported sone feelings of

isconfort and difficulty in communicating regardi ng non-work
related issues. This was resolved through focusing nainly on
work issues, starting with job-focused discussions, ~and
avoiding sone of the nore personal itens from Schal ock et
al.'s Quality of Life Questionnaire.

Q her procedures recommended by Biklen and Msel ey include:
observing over a period of tinme in varied settings, getting
to know a person, and trying to interpret the person's
resF_onses to the environment. A better understanding of
quality of life will be obtained by follow ng these practices
rather than relying on a single interview
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Sumary

Thus persons with disabilities are still often barred
or limted from nmany basic day-to-day activities,
| ndependent deci si on-naki ng and conmuni tga settings we
tali%) for granted in our own lives. (Cashen, 1989,
p.

Despite the preponderance of recent information suggesting
_th(é_ need hfor sellf-de_tehrrr(}_nattl)_olr], ~recent di Iscu55| gns_ al so
i ndicate that people wt isabilities are at |east egmnlng
to direct their ow Iives. Perhaps during the 1990s ey
wll truly becone the "masters' of their own fate."

As we end the era of protectionism protectionism flanked by
bureauc_ra_c?/, and walk into the era of "rights, risks, and
responsibilities" let's remenber to assure the necessary
safeguards are in place through talking with and listening to
t hose we assi st.
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